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The need for the assessment of patient satisfaction with specialized epilepsy services has been recognized for a 
number of years, in order to complement the management and medical benefits already demonstrated. We report a 
detailed study of patient satisfaction with the services provided in a specialised epilepsy assessment unit in the U.K. 
Patients were interviewed to assess their perceptions of the quality of service and the benefits they had derived 
from attending the unit. Close relatives were also contacted for their evaluation of the service provided. In all, 76 
patients and 52 close relatives provided their views on the services offered. The results showed a positive appraisal 
of treatment. Almost 90% believed that their medical and social situation had been improved by attendance at the 
unit. However the need to assess more objective measures of ‘satisfaction’ are stressed, in order that future 
developments in care can be appropriately planned. 
Key words: epilepsy; patient satisfaction; audit. 
INTRODUCTION 
Over the past ten years there has been an 
increasing recognition of the importance of 
patient satisfaction as a measure of quality in the 
health service. The NHS management inquiry 
(1983) stated that professionals should seek: ‘To 
ascertain how well the service is being delivered 
at local level by obtaining the experience and 
perceptions of patients and the community”. This 
has now largely been translated into action 
following recent changes within the NHS. 
The benefits of improved satisfaction with 
service have been detailed. Such beneficial 
outcomes include improved compliance with 
medical treatment, better attendance at follow-up 
clinics, improved quality of care and even 
improvements in symptoms24. Obviously, these 
are of benefit to both service provider and the 
individual patient. 
Following the recommendations of the Reid 
report5 three supraregional specialised assess- 
ment centres for people with epilepsy were 
established within the U.K. The provision of 
these centres was seen as essential in order to 
improve the quality of assessment and treatment 
of people with epilepsy. In particular the centres 
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were seen as being important for ‘those people 
with epilepy whose management presents par- 
ticular problems’. These centres have been 
reviewed and their value endorsed from a medical 
and management perspective. However, their 
adequacy from the patient’s perspective has not 
been fully explored6. 
In order to address the lack of any previous 
data detailing patient satisfaction with these 
specialized units we report here a study of 
satisfaction from both the patient’s and family’s 
perspective with the treatment received at one 
such specialized assessment unit. 
METHOD 
Subjects 
The subjects that formed the sample for this 
investigation were patients being discharged from 
the Assessment Unit run by the National Hospital 
for Neurology and Neurosurgery and the Na- 
tional Society for Epilepsy over a nine month 
period. During this time 99 people were con- 
sidered suitable for inclusion in the study: those 
who were admitted for short-term (i.e. less than 3 
weeks) drug changes were deemed unsuitable, 
and were hence excluded from the study sample. 
Of those included within the study sample, 77% 
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(n = 76) were interviewed, and completed the 
follow-up questionnaire. The majority of those 
not interviewed (n = 14) were thought incapable 
of completing the necessary information, or were 
discharged at short notice (either because of a 
patient’s wishes or because of inappropriate 
behaviour by the patient) with no time for an 
interview to be arranged (n = 9). 
The primary carer of the individual was also 
contacted at discharge and requested to assess the 
benefits as they perceived them of the time spent 
in the assessment unit. 
Procedure 
Patients were interviewed on the day prior to 
discharge by a member of staff (D.U.) not directly 
involved with their daily management. All inter- 
views were via a structured questionnaire and 
patients were reassured regarding the confiden- 
tiality of the information they provided (copies of 
all interview/postal schedules can be obtained 
from the first author). 
Patients were also contacted six months follow- 
ing discharge and their views on the period spent 
on the Assessment Unit obtained. They were also 
requested to give details of their medication, 
self-assessed seizure frequency and perceptions 
regarding any notable improvement. 
Relatives, or the primary carers, were also 
contacted shortly after discharge requesting de- 
tails of the satisfaction with both the service 
provided and the outcome of treatment. By 
necessity both this, and the six month patient 
follow-up, were undertaken via a postal question- 
naire survey. 
RESULTS 
Patients on discharge 
The majority of patients were initially referred for 
seizure management and drug rationalization 
(n = 53, 70%), the remainder were referred for 
differential diagnosis of their attacks. 
The median time spent on the assessment unit 
was eight weeks with a range of between 3 and 24 
weeks. The majority of those discharged left with 
a diagnosis of epilepsy, although 19% (n = 14) 
had a diagnosis of non-epileptic attacks alone, 
and 19% (n = 14) had a combination of both 
epileptic and non-epileptic attacks. 
Three quarters of the sample (n = 57) had 
never previously been assessed in a specialized 
epilepsy unit. The majority of the sample (n = 49) 
reported that their epilepsy was mainly treated by 
a consultant neurologist, with the remainder 
(n = 27) reporting that their epilepsy was mainly 
supervised by their GP. 
Patients were requested to detail their level of 
satisfaction with each of the services offered by 
the Assessment Unit. There was a high level of 
satisfaction with the services provided by the 
Assessment Unit (Table 1). In particular the 
patients rated medical services, social work and 
psychological services highly, with 90% or more 
being satisfied with the respective service 
provided. 
Subsequently patients were asked to rate 
whether there had been any perceived improve- 
ment in a number of areas (Table 2). There was a 
high degree of perceived improvement in a 
number of areas. In particular the level of self 
assessed improvement in seizure control, drug 
side-effects and knowledge about epilepsy was 
high. In contrast approximately a fifth of patients 
felt there had been some improvement in 
behaviour or independence skills. 
Respondents were requested to rate putative 
services provided by the unit on a three point 
scale (see Table 3). These figures denote the level 
of importance of each of the services provided by 
the Centre. The perceived most important area 
was in drug changes. In contrast learning to 
become independent was rated as the least 
important. 
Results: relatives 
A questionnaire similar to that completed by the 
patients was sent to all carers of the discharged 
patients. A total of 52 replies from relatives were 
received (a response rate of 68%), two-thirds of 
whom were mothers of patients. 
Of those replying, the majority (92%, n = 48) 
thought the patient had improved following 
treatment at the specialized unit. The most 
commonly cited improvements were in seizure 
control (60% felt there had been some improve- 
Table 1: Patient satisfaction with each of the listed services 
Service % satisfied (n) 
Drug charges 
Keyworker system 
Medical services 
Psychology services 
Seizure control 
Social work 
87 (66) 
74 (56) 
93 (71) 
90 (68) 
57 (43) 
93 (71) 
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Table 2: Patient rating improvements in the following areas 
Area % rating 
improvement 
(n) 
Behaviour 
Drug side-effects 
Independence skills 
Knowledge about epilepsy 
Mood 
Seizure control 
22 (17) 
61 (46) 
22 (17) 
53 (40) 
50 (38) 
68 (52) 
ment) and reduction in medication side-effects 
(45%). 
Relatives were also requested to rate the 
services provided by the centre on a three point 
scale (Table 4). 
There was a high level of agreement that the 
most important services offered by the Centre 
were observation of seizures and drug changes. In 
contrast the educational groups were rated as the 
least important. 
Results: patients at six months 
Six months following discharge all patients were 
contacted and requested to complete a question- 
naire on their current level of seizure control and 
medication and the perceived benefits of atten- 
dance at the Centre. Of the 76 individuals 
contacted 56 responded with all the necessary 
details (a response rate of 74%). There was no 
difference between the responders and non- 
responders in terms of basic epilepsy details 
including their discharge seizure frequency. 
At six months, the majority of patients (87%) 
still felt that their situation had been improved by 
attendance at the centre. Indeed, some 95% of 
people, at six months, were willing to recommend 
the specialized service to a friend with epilepsy. 
Table 3: Patient ratings of importance of services offered 
The most commonly cited reason for improve- 
ment was in the reduction of drug side-effects 
(82%). In contrast, only just over half (n = 30) 
rated a high level of satisfaction with their current 
seizure control. 
The drugs being taken on discharge differed at 
the six month follow-up in 25 patients (45%). Of 
the 19 patients discharged with a diagnosis of 
non-epileptic attacks (and no medication), five 
were back on some form of antiepileptic medica- 
tion at six months follow-up. 
DISCUSSION 
The results indicate a generally high level of 
satisfaction with the service provided. At dis- 
charge, the respondents felt that their seizure 
frequency and medication side-effects had been 
improved by attendance at the specialized epi- 
lepsy unit. This level of perceived improvements 
was maintained at six months follow-up; at this 
stage more than half rated their seizure control as 
good. It is evident that many of the patients had 
had their medication changed in the six months 
following discharge. It is important to note that 
this was frequently a consequence of the dis- 
charge treatment plan, and not a result of 
inadequate seizure control. However, 5 of the 14 
patients who were discharged with a diagnosis of 
solely non-epileptic attacks had antiepileptic 
medication re-introduced despite thorough inves- 
tigations revealing this to be inappropriate. 
One major reason for the decrease in satisfac- 
tion with seizure control was the observation, 
made by a number of respondents, that their 
seizure control was not complete; which was what 
they were aspiring to. Obviously, the detailing of 
appropriate expectations by health professionals 
prior to admission to such units should be 
emphasized. 
% rating not 
important (n) 
96 rating 
important (n) 
% rating very 
important (n) 
Observation of seizures 
Drug charges 
Trying new drugs 
Learning to become 
independent 
Learning about 
epilepsy 
Meeting others with 
epilepsy 
Educational groups 
Psychology services 
Social work 
13 (10) 34 (26) 53 (40) 
9 (7) 13 (10) 78 (59) 
26 (20) 30 (23) 43 (33) 
43 (33) 21 (16) 36 (27) 
13 (10) 39 (30) 47 (36) 
13 (10) 39 (30) 47 (36) 
8 (6) 47 (36) 45 (34) 
9 (7) 46 (35) 45 (34) 
22 (17) 42 (32) 36 (27) 
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Table 4: Relatives ratinas of imDortance of services offered 
Observation of seizures 
Drug changes 
Trying new drugs 
Learning to become 
independent 
Learning about 
epilepsy 
Meeting others with 
epilepsy 
Educational groups 
Psychology services 
Social work 
% rating not % rating quite % rating very 
important (n) important (n) important (n) 
0 (0) 6 (3) 94 (49) 
0 (0) 6 (3) 94 (49) 
10 (5) 10 (5) 80 (42) 
10 (5) 15 (8) 75 (39) 
6 (3) 31 (16) 63 (33) 
6 (3) 31 (16) 63 (33) 
21 (11) 21 (11) 58 (30) 
10 (5) 25 (13) 65 (34) 
15 (8) 35 (18) 50 (26) 
The importance of a multi-disciplinary 
approach should also be stressed; the sample 
rated social work (78%) and psychology (91%) as 
being an important part of the service. The 
relatives also rated this aspect of service provision 
favourably. 
Overall the results suggest that the patients 
were satisfied with their attendance at the 
specialist epilepsy unit. The results are in accord 
with other investigations that have demonstrated 
a high level of satisfaction with services provided 
for people with epilepsy’. 
Although there is growing awareness for the 
need of investigations into the level of satisfaction 
with specialized epilepsy services’, some authors 
have questioned the validity - of ‘patient 
satisfaction”. Indeed much scepticism about the 
value of patient satisfaction has been reported” 
and it has been noted that the use of general 
‘satisfaction’ questionnaires tends to result in high 
levels of satisfaction which may represent the low 
levels of self-esteem and low expectations of the 
patient group rather than actual satisfaction with 
services’ ‘. 
Consequently, the results of our survey should 
not be viewed in isolation; future appraisals need 
to adopt an integrative approach of both subjec- 
tive reports and more objective measures of 
satisfaction and improvement in health and 
well-being. This should include standardised 
measures of seizure frequency and severity, 
medication side-effects and the handicap caused 
by epilepsy. 
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